SUMMARY A questionnaire drafted by the president of a self help group of patients suffering from ankylosing spondylitis (AS), the Danish Ankylosing Spondylitis Society (DASS), was completed by 179 of 184 (97%) consecutive patients with AS. The following results were found. The diagnosis of AS was delayed an average of 12-6 years for women and 9 5 years for men. No differences were found in age at onset of the disease. A comparison of juvenile and adult onset showed a higher incidence of initial peripheral articular manifestations in patients with juvenile ankylosing spondylitis. Stiffness progressed significantly in both sexes during the illness. Two men still had stiffness localised only to the lumbar spine after more than 20 years of illness. Twenty four of 47 women (51%) and 36/121 (30%) of the men had experienced extra-articular disease. Fifteen of 46 women (33%) and 18/121 (15%) of the men had iritis and conjunctivitis before the diagnosis of AS was established and later, in the course of the illness. The results of this study agreed with those of previous investigations. The advantage of using a questionnaire as a screening test is that many patients may be studied and information brought up to date in a simple and inexpensive way.
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In the early 1970s 184 patients suffering from ankylosing spondylitis (AS) formed a self help group, the Danish Ankylosing Spondylitis Society (DASS). Since then the DASS has continued to grow and now has about 500 members.
The aims of the society are to extend knowledge and contribute to investigations on AS. To gain knowledge about the disease the DASS president, a non-physician, drafted a questionnaire about symptoms, treatment, social events, and heredity.
Every patient with AS who joined the society during the period [1972] [1973] [1974] [1975] [1976] [1977] [1978] [1979] [1980] [1981] [1982] [1983] [1984] [1985] disease, symptomatology, sites and progression of pain and stiffness, treatment, social events and heredity, and the delay in diagnosis.
Variables evaluated in this study were age at onset of disease, duration of disease, sites and type of initial symptoms which could be related to AS, development and progression of symptoms and their relation to time of day. The manifestations of extraarticular symptoms was also studied.
Completed questionnaires were received from all the 184 members of the DASS, but five were excluded because their diagnosis of AS had not been established by a rheumatologist, leaving 179 (97%) patients included. Initially, all had been examined and followed up through academic centres or by a rheumatologist. Later on, most of the patients were followed up by rheumatologists or general practitioners.
In some cases insufficient answers had to be excluded from the study, resulting in a varying number of total answers to various questions. The duration of disease was defined as the period between onset of the first symptoms related to AS and the time when the questionnaire was completed.
Axial onset was defined as symptomatic disease of the cervical, thoracic, or lumbar spine. Peripheral articular onset included symptoms from all other 924 joints, and in mixed onset disease both peripheral and axial symptoms were present simultaneously. Table 1 shows the original questions relating to pain and stiffness. To explore the extent of stiffness in relation to sex and duration of disease four different phases were described: phase 1-stiffness involving the lumbar spine; phase 2-involving the lumbar and the thoracic spine; phase 3-involving the whole spine; phase 4-involving the whole spine and the leg joints.
None of the patients was recalled for physical or laboratory investigations.
Statistical significance was calculated by the x2 test.
Results
One hundred and thirty one of 133 men (98%) and 48 of 51 women (94%) completed the questionnaire.
The mean duration of the disease was 19 9 years in women (range 1-43) and 14*6 years in men (range 1-58). Figure 1 shows the number of patients in different age groups at onset of symptoms which could be related to AS; 32/52 (62%) of the men and 11/19 (58%) of the women developed low back pain as their first symptom at an age of 21-25 years, 99% of the patients had symptoms before the age of 40. The age range for onset of illness was 10-41 years for men and 12-38 years for women (Fig. 1) .
The average delay in diagnosis was 12.6 years for women and 9-5 years for men. Disease beginning before 16 years of age was considered as juvenile (Table 3) .
Pain in the cervical spine was described by two of 41 women (5%) and nine of 117 men (8%) with adult onset of the disease. This was not found in patients with juvenile onset.
Of 160 patients, 108 (68%) experienced their most severe pains in the evening, during the night, and in the morning. No other specific variation in the pains was described. Table 4 shows that for the course of pain in relation to duration of illness there was no difference between men and women.
In the women stiffness always appeared in less than five years and was localised to the lumbar spine. Further progression in stiffness was first described only later. The men had stiffness involving the spine and joints in a more complex way from the very beginning.
Nine of 23 men (39%) had stiffness localised to the lumbar spine. Another nine of 23 men (39%) reported that stiffness was localised to the whole spine. Five men developed stiffness in the cervical spine before the lumbar and thoracic spine were involved. Two of 26 men (8%) reported that stiffness was still localised only to the lumbar spine after more than 20 years of illness.
The stiffness progressed significantly in both sexes during the illness (p<0-001). There was no significant difference between the sexes in this.
Twenty four of 47 women (51%) and 36/121 (30%) of the men had experienced extra-articular symptoms.
In 15/46 (33%) of the women and 18/121 (15%) of the men iritis and conjunctivitis occurred before the diagnosis of AS was established as well as later during the course of the illness. Seven of 45 women (16%) and 14/122 (11%) of the men described In all the cases included in this study the diagnosis of AS had been established by a hospital specialist or rheumatologist. We accepted the validity of this information without retesting. In a study of Calin et al the diagnosis of AS was evaluated and validated in 91-96% of their cases. 4 Our questionnaire was designed from a layman's point of view. The clinical course of AS in this study, therefore, is based on symptoms which patients find of interest.
We compared our results with those of previous well-reputed studies and found that a self administered questionnaire was effective and as a screening test had the advantage of facilitating the study of many more patients and bringing information up to date in an inexpensive and simple way.
AS was previously considered a predominantly male disease, but in recent years studies indicate no differences between the sexes.5 In this study the male to female ratio was 2-7:1, which accords with other results.4 6 7 Whether or not the ratio in our study reflects the true ratio in the population is open to question as our patients were a selected group. These patients might have had a more active disease than patients with self limiting symptoms, and the male dominance in our study might be explained by the fact that women often have a somewhat milder disease or perhaps are less commonly diagnosed. On the other hand, women may be more likely to join a self help society.
As this study includes a comparatively small number of patients we are not able to comment on the trend towards increasing age at onset described by Calin et al. 4 Ninety nine per cent of our patients developed symptoms which could be related to AS before the age of 40, and later age at onset was common. In accordance with the results of Gran, 0stensen, and Husby,5 we found no difference between the age at onset of disease in men and women.
A delay in the diagnosis of AS was expected. 
